Objective: Obtain detailed information about the frequency and content of discussions about withholding treatment between doctors and elderly outpatients. Design: Survey. Setting: Primary care geriatric clinic at an urban university. Participants: Twelve physicians and one nurse practitioner completed questionnaires for 185/198 (93.4%) patient visits. Measurements: Questionnaires were completed by physicians after each patient visit during August 1989. Interviews were conducted with physicians who had discussed limiting life-sustaining treatment with patients. Results: Ten percent ( n = 19) of patients seen had had discussions with their physicians about life-sustaining treatment. These patients were older and had worse prognoses as estimated by their physicians. Physicians usually raised the issue with the families of demented patients and mentioned dementia, quality of life, prognosis, and the need to make other clinical decisions as motivation for initiating discussions. The majority of patients with poor prognoses, however, had not had discussions about life support. Conclusions: Despite increasing attention given to end-oflife decisions in the medical and lay press, discussions with elderly outpatients about limiting treatment occur rarely. They are more likely when patients are older or have worse prognoses, but age, prognosis, and poor quality of life do not consistently lead physicians to raise the issue. While there is a spectrum of opinion about when to forego life-sustaining treatment, there is a consensus among medical ethicists regarding patient involvement in these decision^.'-^ Most ethicists agree that "the voluntary choice of a competent and informed patient should determine whether or not life-sustaining therapy will be undertaken , . , Health care institutions and professionals should try to enhance patients' abilities to make decisions on their own behalf and to promote understanding of the available treatment option^.^" An advance directive, whether living will, durable power of attorney, or an informal discussion with one's physician, empowers a competent patient to influence future health care decisions made in the event of his or her loss of capacity. By discussing advance directives, the physician respects patients' rights to be involved in their care, hopefully reducing the strife, guilt, and inappropriate treatment often associated with car-
0 therapy with increasing frequency. Due to rapid advances in medical technology, physicians now have the power to sustain life in greater numbers of critically ill patients. Many question the appropriateness of such interventions when they serve only to prolong life without regard for the quality of the life prolonged or knowledge of the patient's wishes.
While there is a spectrum of opinion about when to forego life-sustaining treatment, there is a consensus among medical ethicists regarding patient involvement in these decision^.'-^ Most ethicists agree that "the voluntary choice of a competent and informed patient should determine whether or not life-sustaining therapy will be undertaken , . , Health care institutions and professionals should try to enhance patients' abilities to make decisions on their own behalf and to promote understanding of the available treatment option^.^" An advance directive, whether living will, durable power of attorney, or an informal discussion with one's physician, empowers a competent patient to influence future health care decisions made in the event of his or her loss of capacity. By discussing advance directives, the physician respects patients' rights to be involved in their care, hopefully reducing the strife, guilt, and inappropriate treatment often associated with car-ing for the critically ill. Although there is some disagreement about whether advance directives should be discussed with all patients, most medical ethicists and physicians agree that the elderly should be asked early about their preferences regarding life-sustaining treatment.
Empirical data indicate that the majority of patients wish to be involved in these decisions and that many have strong feelings about the use of life-sustaining treatments. A study of elderly outpatients reported that 87% thought that physicians should discuss CPR with their patients, and 70% thought that these discussions ought to take place before the patient became ill. 4 Other studies conducted among the elderly, AIDS patients, and patients surviving resuscitation have shown a similar proclivity toward discussing these issues with their doctor^.^-'^ Interestingly, although patients want to discuss these issues, studies indicate that most patients have not done so and would prefer their doctor, not they themselves, raise the issue." This is consistent with findings that patients are, in general, hesitant to raise issues with their physicians on their own."
Unfortunately, studies of advance directives reveal that physicians rarely discuss these issues with their patients. In a study of elderly outpatients (excluding those with impaired cognition) Shmerling found that only 3% of patients had previously had discussions about limiting therapy with their physicians. Discussions between patients' families and physicians occurred in an additional 12%. 4 We have little detailed information about physicians' behavior and motivation regarding advance directives. Few studies have closely examined physician-patient discussions about advance directives in an outpatient setting. Specifically, what factors lead physicians to raise this issue, and why? Are they uncomfortable doing so? What is said? In an effort to identify patient and physician characteristics that affect discussions about limiting treatment and to gain information about the frequency and content of the discussions themselves, we surveyed, then interviewed, physicians in an outpatient geriatric clinic.
METHODS
The study sample is a case series of all patients seen at an outpatient geriatric clinic. During August 1989, all patients attending a geriatric clinic affiliated with an urban university hospital were entered into the study. This clinic is staffed by academic internists and geriatricians, residents in internal medicine, and fellows in geriatrics.
Data on all patient cases were obtained through brief questionnaires completed by the patient's physician immediately after each patient visit. A research assistant was present in the clinic and responsible for distributing and collecting the questionnaires. The instrument was designed to elicit information regarding the following: patient demographic variables, duration of physician-patient relationship, the physician's estimate of the patient's mortality and quality of life at 1 and 5 years, physician's estimate of the patient's prognosis after cardiopulmonary resuscitation (CPR), and whether the physician had ever discussed experimental protocols, financial matters, nursing home placement, hospice care, autopsy, CPR, or withholding life-sustaining therapy with the patient. Visual analog scales (100 mm) were used for questions requiring the physician to estimate prognosis. These scales have been found to be valid and reliable in studies examining levels of pain as reported by cancer patients and estimates of prognoses reported by physicians for individual patients.13.14 Once the questionnaires were completed, the population was divided into discussion (case) and nondiscussion (control) patients. Discussion cases were defined as patients with whom physicians had, at some time, discussed withholding CPR or other life-sustaining treatment. All other patients served as controls.
Taped interviews with physicians were conducted about all discussion cases, using a semi-structured open-ended format. The goal of the interview was to identify who raised the issue of advance directives, to elucidate factors which led the physician to bring up the issue, and to characterize the content of the discussion and the patient's decision. An interview guide was used but interviewees were encouraged to talk freely about the issues of importance to them. One author (RMA) developed a coding scheme using content analysis of the taped interviews. For example, responses by interviewed physicians to a question about the reason for broaching the subject of life-sustaining treatment were listed, then categorized as quality-oflife, precipitating treatment decision, etc. Interviews were then coded by two separate investigators (RMA and SDG). Interrater reliability ranged from 75%-100% for the initial coding. Investigators discussed instances of divergent coding and reevaluated those interviews. A consensus was achieved in all cases.
Data were analyzed using Student's unpaired t tests for interval level data and Chi Square tests for categorical data.
This study was approved by the Institutional Review Board of University of Pittsburgh Health Center.
RESULTS
Twelve physicians and one nurse practitioner worked at the clinic during the study period. Four geriatricians and one internist treated the majority of patients (70%). The remaining physicians included five internal medicine residents and two geriatric fellows. There were 198 unique patient visits during the month; all had questionnaires distributed to the relevant physician. Of these, 185 surveys were completed (response rate = 93.4%).
Two-thirds of subjects were between 70 and 85 years old; 8% were younger than 65 years. Thirty-five percent were married, and 43% were widowed. Ninety percent lived at home with the remainder living in nursing homes or personal care homes. The vast majority (89%) of physicians considered themselves the patient's primary caregiver, 57% having cared for the patient for 1 year or longer. Fifty-eight percent of all patients were judged by their physicians to be competent to make decisions regarding their care (greater than 80 mm on a 100 mm analog scale).
There were 19 patients (cases) with whom CPR or other life-sustaining treatment had been discussed; 166 patients (controls) had never had such a discussion with their physicians. In addition, of the 185 patients with completed questionnaires, 49.2% ( n = 91) reported discussions about prognosis, 24% ( M = 45) reported discussions about nursing home placement, and 1% ( n = 2) reported discussing autopsy. Of the 19 (10%) cases reporting discussions about CPR, approximately half had also discussed withholding other lifesustaining treatment, and a few had discussed hospice care. An examination of patient demographics revealed no significant differences in gender, marital status, or residence between case and control patients. The number of discussions per individual physician ranged from none to seven for the month of the study.
We examined physician assessment of prognosis, hypothesizing that a worse prognosis might prompt more frequent discussions about life-sustaining treatment. Indeed, we found that discussions of CPR were associated with a worse 1-and 5-year prognosis (P < 0.05 for both), as estimated by their physicians. Despite this association, there remained 15 patients with an estimated 1-year prognosis of less than 50% who had never had a discussion with their physician about lifesustaining treatment. Cases were also, on average, older than control patients (P = 0.015). There were no statistically significant differences in gender or physician estimates of prognosis after CPR, quality of life, Or patient competence between cases and controls (see Table 1 ). In fact, 23 patients (12.4%) believed by their Physicians to have a poor quality of life (less than 41 rnm on the 1-100 mm analog scale) had never had a discussion with their physician about limiting treatment. Physicians who reported discussions about life-sustaining treatment participated in qualitative interviews about each case. We completed in-depth interviews for a total of 16 patient cases. The other three cases were excluded from this analysis. In one case, the physician had initially broached the subject with a patient who became upset. The conversation was halted, and the physician never completed the intended discussion concerning withholding treatment. The other two discussions could not be recalled by the physicians.
Ten of the remaining 16 discussions took place in the clinic, five took place in the hospital, and one patient had discussions in both the hospital and clinic. Only three discussions occurred during the study month. Thus, during the study month, physicians talked with their patients about advance directives in only three of 185 patient visits (1.6%).
Discussions regarding advance directives were initiated by physicians in only eight of the 16 cases. All but one of these patients were demented, and physicians frequently listed this or quality of life as the reason for initiating the discussion. One physician said she made it a policy to speak with the families of demented patients. The one patient who was not demented was a retired physician, and this apparently played a role in deciding to raise the issue. According to the physician, "I don't know if it would have either come up or stood up in my mind as clearly having come up if he had not been a physician." "Steep decline," "failing state of health," and other similar phrases describing worsening clinical status also were frequently given as reasons for raising the issue of life-sustaining treatment. Several discussions were initiated because of questions Concerning other treatment decisions. For instance, one patient had rectal bleeding, which prompted a discussion (with the family) of whether surgery would be pursued, eventually leading to a discussion about aggressive treatment in general. Another patient had the issue raised after surviving emergency surgery (he chose aggressive treatment, to the surprise of his physician). A third patient refused bypass surgery, and the physician and patient decided together not to pursue repeat angioplasty. At the next clinic visit the physician raised the question of CPR, "because in my mind there was a chance that that scenario could occur in the next year." Eight discussions were raised by the patient or family; one physician reported a patient who raised the issue at every clinic visit, and another patient was reluctant to have treatment for any condition, including hypertension. Stated the physician, "Almost everything that I recommend results in a major discussion . . . (I) raised it in the context of refusing therapy." One patient talked with her physician about life support after her sister had had a prolonged stay in the intensive care unit.
Eleven of 16 discussions involved the patient, three of whom were demented. Of the five discussions that took place only with surrogates, four of the patients were demented; the other was not included because he was "too nervous."
Only two of 16 discussions about life-sustaining treatment resulted in a decision to pursue aggressive therapy. Thirteen patients (or families) decided to withhold life-sustaining treatment, and one patient wanted her physician to make the decision.
DISCUSSION
Despite a consensus among ethicists that discussions about life-sustaining treatment should take place early, while the patient is competent, discussions occurred in only 10% of our sample of elderly outpatients, half of whom were considered demented by their physicians. This is considerably less than the proportion of patients who would like to discuss life support options with their physicians!, l5 Our study confirms that discussions were more likely to occur in older patients and those with worse prognoses. While the quantitative questionnaire scores for quality of life were not associated with discussions about life-sustaining treatment, physicians often mentioned the patient's poor quality of life when asked in interviews why they initiated the discussion. Our interview results show that, even in an outpatient setting, physicians usually do not ask about treatment preferences until the patient is no longer competent to make decisions. In fact, although poor prognosis, and possibly quality of life, were expressed as reasons for initiating discussions, the majority of patients judged by their physicians to have a poor prognosis or quality of life did not have advance directives discussed with them. Often, some clinical event was necessary for the physician to raise the issue, or else the patient or family initiated the discussion. Because the patients were often incompetent, discussions frequently occurred with patients' families. Since families and physicians do not reliably make decisions that patients would have chosen,l6, l7 discussing life-sustaining treatment with families may not result in a decision that the patient would have chosen.
Other investigators have found a low frequency of discussions about advance directives in both inpatient and outpatient setting^'^, 15* and found prognosis, quality of life, and specific diseases to be associated more frequently with Do Not Resuscitate orders in the inpatient setting . ' 7, 19-22 Our study found similar patient factors were important in outpatient discussions. Dementia apparently influences physicians to discuss the withholding or withdrawing of treatment, perhaps in-dicating the value physicians themselves place on cognitive ability. Clinical events often precipitated discussions about life-sustaining treatment. Possibly, these serve as a reminder or warning that the issue of withholding treatment may arise in the near future. Alternatively, they may provide a convenient launching pad for physicians to initiate difficult discussions in the context of patient care.
Despite strong feelings about life support, patients
have not raised the topic with their physician^.^,", 23
Despite acknowledging the value of such discussions, physicians often do not raise the topic with their patients until the patient is critically ill and/or incompetent. The reasons for this stalemate remain unclear.
Patients may be uncomfortable discussing a topic that requires acknowledging their mortality. They may be uncomfortable in the assertive role of initiator, as they are reluctant to raise other sensitive issues with their physicians." Uncertainty about how to talk to patients about death, fear of emotionally harming their patients, time constraints and/or lack of reimbursement may inhibit physicians from raising the issue. One author has advocated a separate Medicare fee code to encourage discussions about advance directive^.'^ It may be that physicians simply do not think of talking to patients about this until the issue is brought to the forefront in the context of clinical care or by the patient him/herself. At least for most physicians, at present it is not a part of routine "health care maintenance." The consequences of patients' and physicians' inability to talk about life supports are deplorable: desired treatments are withheld and unwanted care is administered at great personal and societal cost. More frequent discussions about life-sustaining treatment not only improve the quality of care by respecting patients' treatment goals, they may lead to less unwanted care administered and result in a decline in expenditures! Legally, the importance of premorbid discussions about limiting treatment has never been greater, as documentation of such in the medical record may serve as the "clear and convincing evidence" of the patient's wishes necessary (in some states) to withhold or withdraw lifesustaining treatment since the Cruzan decision.
Since patients admitted to the hospital or nursing home are often too ill or incompetent to make decisions, policies aimed at these institutions (such as the Patient Self-Determination Act of 1990) may not be sufficient. A more suitable site for decision-making about advance directives is the ambulatory care setting. Away from the intimidation and stress of hospitalization, patients can take time to consider the options and discuss them with their loved ones and their primary care provider. Furthermore, this setting is more conducive to relaxed discussion. The time spent with the patient is likely to be less than the time required should the patient later become seriously ill and reflects the patient's authentic preferences rather than a surrogate's imperfect estimate. Treatment wishes, when discussed early with a primary care physician able to interpret an individual's goals and values, may avoid the inflexibility sometimes associated with advance directive documents.
The reported study was intended as a detailed examination of doctor-patient discussions about limiting treatment, and the analysis of associations is limited by its small size, the low frequency of discussions, and the clustering of discussions among a few physicians. Our power to detect smaller differences between patients or physicians, or subtler associations, was limited. In addition, only three of the discussions actually took place during the month of the survey. This may have compromised physicians' recall about the context and content of the discussions. It may be, for instance, that physicians tend to remember more vividly those discussions that are held with surrogates, and this biased our results toward the finding of more discussions in demented patients. Other investigators, however, have also found DNR orders and discussions about life-sustaining treatment to be more frequent for incompetent patients. Although recall bias may have affected other findings about the context and content of discussions, physicians were surprisingly specific in their responses to interview questions about location and preciptating factors. Answers about the timing seemed, not surprisingly, less confident. Recall bias also tends to underestimate the frequency of discussions about life-sustaining treatment; since we did not survey patients or their surrogates we may have underestimated the events. Discussions not recalled by physicians would, presumably, be a less accurate source of information about why physicians raise the issue, and, hence, the study was not designed to identify them. Unfortunately the original questionnaire did not specifically address the question of dementia, a factor identified by the interviews as influential. This could have been done eitHer with a standard dementia scale or by merely asking the physicians for their assessment of the patient's mental status. Our survey asked for an assessment of competence (which did not correlate with discussions), but this is only a crude proxy for mental status.
Future work in this area could address the issue of dementia as an important factor in prompting physicians to initiate discussions about life-sustaining treatment, and individual physician characteristics and attitudes were not found to be of significance in this study. It would also be interesting to collect data about patient-physician discussions more directly using direct observation and taped conversations. There has been some preliminary work evaluating the efficacy of mechanisms designed to increase the frequency of discussions about limiting treatment in the outpatient settingz5 Similar research, evaluating educational, administrative, or incentive programs, may succeed in ameliorating this unfortunate silent stalemate between doctors and patients.
